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CHAPTER I
THE PROBLEM
Introduction
"Thus when a diagnosis of mental retardation is made, it is the
parents who suffer a blow."l
The birth of a child is a joyful, happy occasion. Parents have
planned and hoped for many months and perhaps years for this blessed
event. For parents of a newly born child the diagnosis of mental re-
tardation at birth or shortly after is an experience of trauma and
deep disappoi'ntment. "After the birth and diagnosis of a mentally re-
tarded child, parents quite naturally suffer shock and a complete
destruction of all hopes and plans nurtured for the nine fetal months. 1I2
At this time parents find themselves confused, isolated and
totally unprepared to deal with the overwhelming realization of the
birth of a retarded child. Suddenly all the dreams and desires for
this child have been erased. Parents find themselves inconsolable and
filled with sorrow. "No parent has a mentally retarded child through
1S. L. ~~erkman, "Symposium: The Physician and Mongol ism."
Clinical Proceedin s of'Children's Hos ital of the District of Columbia.
ebruary 1961. Cite by . , lam berman 1n'Ch, ren, 10 May-
June, 1962), p. 110.
2Louise Whitebeck Fraser, A Cup of Kindness, (Seattle: Bernie
Straub Publishing Company, Inc. and Special Child Publications, 1973)>>
p. 22.
1
2choice; the usual response to the birth of 'such a child is a feeling of
frustration and disappointment. 1I3
A crisis of faith' is evidenced by parents of retarded children.
The question "What have we done that God would allow this to happen?" has
been raised by many parents. Parents search their past and feel that
they have committed a grave sin for which they are now being punished.
Such guilt has no real justification.
There comes often the search for the possibility of paternal con-
tribution to the child's inadequacy. The question "Why do we have
such a child?"4soon assumes the form of "What have we done to have
such a child?"
Parents may react to their situation by denying that the child
is mentally retarded. They may feel that the physician has made an error
in diagnosis. Some parents will IIshop" for a physician whom they hope
will state that their child is not retarded. This method will further
frustrate the parents and will drain the family financially.
Parents may express anger. They may be angry that such a birth
has occurred. Spouses may be angry and blame each other It ••• especially
5if retardation of genetic origin is suspected." Parents of a newly born
retarded child need to express their feelings. If their emotions are
3Fred J. Schonell and B. H. Watts t "A First Survey of the Effects
of a Subnormal Child on the Family Unit," American Journal of Mental
Deficiency, 61 (July, 1956), p. 210.
4Seymour Sarason t Ps cholo ical Problems in Mental Deficienc t(New York: Harper and Row, Pub lshers, 1949 , p. 52.
5Rev • Robert Selle t What Do You Say to Parents of a Mentallf Re-
tarded Child? (Watertown, Wisconsin: Bethesda Lutheran Home, Bul etin 4),
p. 16.
3internalized they will be revealed later and may have a disastrous effect
on their marriage and family.
Questions of concern flood the minds of parents of a newly born
retarded child. Why is my child retarded? How can I help my child? Is
there a cure for retardation? What do I tell my family? These are just
a small sampling of the many questions parents ask when they are faced
with the birth of a retarded child.
Parents of a newly born retarded child are in great need of
assistance from family, physicians, parent groups, clergy and community
agencies. Especially at this time parents are in need of the human ele-
ments of supports empathy and understanding. Parents need someone who
will listen to them and care about their situation.
Parents must be guided to the awareness that the retarded child
can be helped, educated and trained to take a place in society. It is
essential that parents come to realize that their retarded child needs
to be loved and accepted if he is to reach his potential in life. liAs
they grow and develop and become everything that they can become, our
greatest gift will 'be to see the echo of our love for them reflected
in their eyes. 1I6
The question to be asked is, what has been done to assist parents
of a newly born retarded child? The answer is that, although in the past
parents were very much alone because of society's attitude toward retarda-
tion, today there is an emergence of hope and enlightenment regarding
the retarded child. All across the United States there is a growing
6June Mather, Make the Most of Your Baby, (Arlington, Texas:
National Association for Retarded-Citizens, 1974).
4sense of awareness and concern toward how to assist parents and their
newly born retarded child.
Paren,t groups have been established to inform the parents of a
newly born retarded child that there is hope for the child. One of the
most vital aspects of assisting parents is through a one-to~one parent
contact. Parent groups provide new parents with the opportunity to talk
with another parent who has experienced the same human situation. It is
through this positive direct contact that parents of a newly born re-
tarded child learn that they are not alone. liThe experienced parent is
living proof that no handicap is hopeless. ..7 Parent groups can also
direct new parents to community agencies that will assist them in planning
for their child.
Physicians in the past because of their lack of knowledge re-
garding mental retardation recommended to parents of a newly born retarded
child that they place the child in an institution. Today this pattern is
slowly reversing as physicians are advising most parents to take their
retarded child home, love him and try to provid~ as normal a family life
for this child as possible.
Counseling services are available to the parents of a newly born
retarded child. Through counseling parents are helped to accept their
retarded child.
The handicapped child who is accepted and loved for what he is will
grow up to be--without the feeling that he is too much different from
7Interview via letter, Sandy Ciesla, Parents Who Care; October 14,
1975.
5others--willathereby have a better chance to develop his capacities
to the full.
With the aid of a sensitive t compassionate counselor parents can
be made aware of the needs of their child. Counseling also assists parents
in discussing their attitudes as well as trying to help parents overcome
feelings of guilt and frustration. Counseling provides parents with the
opportunity to plan for their child in the present as well as toward
future goals.
Parents may seek the assistance and advice of a geneticist.
Parents want to know,whether the child's retardation has a predominantly
genetic or environmental basis. Parents are interested in the chances
of a repetition of retardation in future pregnancies. They want to know
if their other children will bear retarded offspring. A geneticist will
study the family history of both parents., Through his investigation the
geneticist will answer the parents' questions and provide factual informa-
tion. lilt is the responsibility of the genetic counselor to supply all
relevant available information and dispel ignorance t factual error t and
superstition. Jl9
Through the process of genetic screening and counseling parents'
anxieties can be eased. Thus the parents of a newly born retarded child
are helped by teaching them the biological facts and the expectations
associated with the particular type of retardation.
8Reynold A. Jensen, JlCounseling With Parents at Time of First
Knowledge of Retardation," in Counseling 'Parents of Children With Mental
Handica s. Proceed;n s'of'the33rdSr1nConferenceof the Woods Schools t
Minneapo iS t May 2-3, 1958 t p. 47.
9Max Levitan and Ashley Montague, Textbook of Human Genetics, (New
York: Oxford University Press, 1971), p. 740.
6The clergyman can be a great source of assistance to the parents
of a newly born retarded child. To be there at the time of crisis; to
comfort and to listen to the cries and anguish of parents is to be
Christ. A compassionate clergyman is a vehicle of support to parents
in this tragic situation. The clergyman can inform his parishioners of
the need of community acceptance of the new member of his congregation--
the retarded child.
The difference between the achievement of acceptance and faith, or
resentment or doubt, may be the clergyman1s sensitivity to the
religious concerns raised by mental retardation, and his willingness
to be a fellow pilgriml~ith the parents as together they explore the
hidden purpose of God.
A valuable service available to parents and their retarded child
is Infant Stimulation. Through this method parents can be taught how to
stimulate their child through the use of exercise and activities to
assist the retarded child to develop and function at a higher level than
the range of his present limitations. Many Infant Stimulation programs
have been developed through the concerned efforts of educators, physicians
and parent groups. Children as young as a few days old can benefit from
the experience of Infant Stimulation.
For various reasons some parents are totally unable to cope with
the birth of a retarded child. Parents may decide, after a period of time,
and with the aid of professional assistance to place their retarded child
in foster care or with an adoptive family. In the past few years there
have been a growing number of retarded children placed in foster families.
Presently there is a small .percentage of retarded children who have been
lOHarold w. Stubblefield, TheChurch'sM1nistrl'inMental Retardation ,
(Nashville: Broadman Press, 1965), p. 45.
7adopted. The possibilities of foster care and adoption are signs of hope
for retarded children who cannot remain with their biological parents.
Foster care and adoptive placement are alternatives to institutionaliza-
tion. Both possibilities are aids in the "normalization" of the retarded
child. Foster care and adoption provide a beacon of hope for the retarded
child in an atmosphere where he can grow and develop to his potential
through the love and acceptance of a substitute family.
The writer has briefly sketched several areas where parents of
a newly born retarded child may receive assistance. The resources
mentioned may act as a network of information and guidance in helping
parents to accept. understand. and train their retarded child.
The efforts of many concerned persons and services will be in
vain, however, if first and foremost parents are unaccepting of their
child and his retardation. A child is a child even though he is re-
tarded. Ayoung retarded child does not know of his retardation nor
that he is different. Parents know the difference and the pain of re-
tardation.
Parents must face the reality of their child's retardation
together. Mother and father must assist each other through combined
efforts of sharing together their problems, hopes and goals of this
child. In this manner the retarded child and his parents will grow as
a family unit. Through the outgrowth of love and concern parents and
their retarded child will then benefit from the assistance of concerned
persons and community agencies.
Heretofore, mothers and fathers have received little help in
bringing up their retarded child. Now society is looking with
8increasing concfrn at its responsibilities to this child as well as
to his parents.
The past 10 years has brought an ever increasing awareness and
concern for the retarded child and his parents. This awareness and
concern centers itself in making life less of a problem due to retarda-
tion and more of an opportunity of making life as happy and full as
possible for the retarded child and his family.
Parents who learn of their child's retardation at birth or
shortly after are in great need of assistance from many persons and
agencies. Today the possibility of parents receiving such assistance
is greater than ever due to the efforts and projects of dedicated parents
over a 10ng period of time.
Definition of Terms
For a better understanding of the topic it is necessary for the
writer to use several terms throughout this research paper. Therefore,
the following terms need to be defined:
Mental Retardation refers to significantly subaverage general
intelligence functioning existing concurrently with deficits in adaptive
behavior and manifested during the developmental period. 12
Mild Mental Retardation--a term used to describe the degree of mental
retardation present when intelligence testing scores range between 2
and 3 standard deviations below the norm (52 to 68 on the Stanford-
Binet and 55 to 69 on the Wechsler Scales): many educable retarded
llU.S. Department of Health, Education and Welfare, The Mentally
Retarded Child: A Manual "for "Parents, (Washington, D.C.: U.S, Govern-
ment Printing Office, 1959), p. iii.
12Herbert Grossman, ed .. Manual on Terminologl and Classification
in Mental Retardation. (Washington. D.C.: American Association on Mental
Deficiency, 1973), p. 11. "
9individuals function at this level: such children usually can
master basic academic skills, while adults at this, level may main- 13
ta;n themselves independently or semi-independently in the community.
Moderate Mental Retardation--a term used to describe the degree of
mental retardation when intelligence testing scores range between
3 and 4 standard deviations below the norm (36 to 51 on the Stanford-
Binet and 40 ~o 51 on the Wechsler Scales): many such persons usu-
ally can learn self help, communication t socia'land simple skills
but only limited academic or vocational skills. 4
Severe Mental Retardation--a term used to describe the degree of
mental retardation when intelligence testing scores range between
4 and 5 standard deviations below the norm (20 to 35 on the Stanford-
Binet and 25 to 39 on the Wechsler Scales) (extrapolated): such
persons require continuing and close supervision but may perform
self help and simple work tasks under supervision, sometimes called
dependent retarded. 15
Profound Mental Retardation--a term used to describe the degree of
mental retardation present when intelligence testing scores are
more than 5 standard deviations below the norm (10 and below on the
Stanford-Binet and 24 and below on the Wechsler Scales) (extra-
polated): such persons require continuing and close supervision
but some persons may be able to perform simple self help ta~ks;
profoundly retarded persons often have othe16handicaps and requiretotal life support systems for maintenance.
Davin's Syndrome--(Mongolism, Trisomy 21) syndrome in which the majority
of affected individuals are trisomic for chromosome number 21. Clini-
cal manifestations include epicanthal folds, oblique palpebral fis-
sures, broad bridge of the nose, protruding tongue, open mouth, square
shaped ears, muscular hypotonia, often17ongenital heart disease andvarying degrees of mental retardation. "
Cerebral Palsy--a disorder dating from birth or early infancy, non-
progressive, characterized by examples of aberrations of motor function
(paralysis, weakness, incoordination) and often other manifestations
of organic brain damage such as sensory disorders, seizurefe mental
retardation, learning difficulty and behavioral disorders.
13 Ibid ., 149.
14Ibid .
15Ibid•
16Ibid •
17 Ibid •• 133."
18Ibid ., 128.
10
Brain-Injury--a brain-injured child is a child who before, during,
or after birth has received an injury to or suffered an infection
of the brain. As a result of such organic impairment, defects of
the neuromotor system may be present or absent, however, such a
child may show disturbances in perception. thiDking and emotional
behavior, either separately or in combination. 19
Infant Stimulation refers to a program "... for infants and child-
ren up to three years of age with development concerns or handicapping
conditions such as ... mental retardation ... " "Parents are
taught specific activities to do with their child to incr25se the
child's language, motor and personal/social development."
Intervention refers to "... the introduction of planned programming
deliberately timed and arranged in order to alter the anticipated or
projected course of development" focusing o~lcognitive development,
speech and language, and adaptive behavior.
Statement of Problem
The purpose of this paper is to review research and current
literature concerning assisting parents of a newly born retarded child.
It is the threefold purpose of the writer:
1. to recognize the needs of parents of a newly born retarded
child.
2. to understand the problems of parents of a newly born re-
tarded child and to find soluti'ons to those problems.
3'. to be aware of the professional persons and community
services that, are available to assist parents of a newly
born retarded child.
19A1fred Strauss and Laura
tion of the Brain-Injured Child,
p. 4.
20Hawaii State Department of Health, IIA Fact Sheet About the De-
partment of Health's Infant Stimulation Program t 'l Health Education Office t(October, 1975). (Duplicated)
21Irving Siegel, IIDevelopmental Theory: Its Place and Relevance in
Early Intervention Programs," Young Children, 27 (1972): 364. Cited by
Naomi R. Soifer, IIEarly Intervention and the Vul nerabl,e Infant, II Un-
published M.A. Dissertation, Cardinal Stritch College, 1975.
11
Summary
There is no greater time to assist parents of a newly born
retarded child than at the time of diagnosis. This is a faith-crisis
period in the lives of parents. The many questions to be answered.
the anger, frustration and disappointment of parents must be dealt
with through the aid of empathetic, realistic and honest persons.
Throughout this chapter the writer has focused upon the trauma
that parents suffer at the birth of a retarded child. Emphasis has
been placed upon how persons such as: physicians, parent groups,
clergy, geneticists, counselors and parents themselves can assist
parents during this most difficult of times.
If parents are to understand their child and his retardation
they must be guided and helped through the efforts of many persons.
In this manner parents will be prepared to face their situation in
the light of hope and truth knowing that they are not alone in their
struggle. With this knowledge parents and their retarded child can
grow together as a strong family unit. Parents will inevitably know
that their retarded child can be helped to live a full, happy and
productive life.
CHAPTER II
REVIEW OF RESEARCH
Introduction
A review of research indicates that in the past a great deal of
research has been written concerning the school age mehtally retarded
child. In the past few years the spectrum has broadened and there is
a growing amount of research in regard to the parents of the retarded
child and their special needs. With reference to the retarded infant
and young retarded child current research is available but in a limited
amount. There is much more research necessary in this area to inform
parents and professionals of ways to provide for the very young retarded
child. Today the added dimension of Infant Stimulation and Early Inter-
vention Programs has resulted in another avenue of research.
This chapter is concerned with a review of research that has
been written regarding the many persons and professional services that
assist and touch the lifes of parents and their newly born retarded
child. In this chapter the writer will be concerned with the following
areas of assistance: the role of the physician, the response of the
clergy, counseling, genetic counseling, foster care and adoptions, in-
fant stimulation and early intervention programs, parent organizations
and parents helping themselves.
12
13
The Role of the Physician
Beginning with the initial diagnosis, the physician must present
the truth of retardation to parents in an empathetic, understanding
and well-informed manner. Because the physician is a healer he may
have difficulty in facing the reality that retardation cannot be
"cured ll • Nonetheless, it is his responsibility to inform the parents
of their child's condition and to do all that he can to let them know
that they and their child can be helped. The physician should then
direct the parents to the necessary agencies and to those physicians or
other persons who might be better informed of retardation than he is.
Parents of the retarded in the past have voiced unfavorable
experiences with physicians in regard to the initial diagnosis of their
child. Obernan vJrites: "Some physicians r·eact to the diagnosis of re-
tardation.in a child with an abrupt recommendation for institutional iza-
tion.,,22 Many factors must be studied before such a decision can be
made. Parents' background, religious beliefs and attitudes must be
carefully examined as to whether or not they can accept their child's
retardation.
The physician must counsel parents himself or direct them to
professional counseling services where for a period of time parents can
be helped to work through their trauma and grief. This will allow parents
to make their own decision as to whether they should keep their child at
home or have recourse to alternatives. Institutionalization of a retarded
child is seen as the last choice because most retarded children can be
raised at home.
22Will iam Oberman, liThe Physician and Parents of the Retarded Child, II'
Children, 31 (May-June, 1963), p. 109.
14
Slobody and Scanlon report: "Early institutional placement of
the mentally retarded is too often ill-considered and unnecessary, and
frequently has serious emotional consequences for the child and his
family. 1123 The Expert Committee on the Mentally Subnormal Child of
the World Health Organization recommends that:
1. home care of the retarded is to be advised unless serious
problems will arise as a result of it;
2. even a severely handicapped child can be cared for at home
by parents of reasonable mental health and competence with
the help of available com~unity facilities;
3. the best institution is no substitute for the parent-child
relationship; and
4. that early placement often intensifies parental guilt 24
feelings and their sense of having rejected the child.
It ;s necessary that the physician make as early a diagnosis
as possible to help the parents to adjust to their child's condition and
II ••• to satisfy the parents that their child has had the benefit of the
best diagnostic procedures and any treatment that is indicated. 1I25
Hunter, Schucman and Friedlander write:
Early treatment ;s essential not only for the child but for the family
as well, and especially for the mother, who in the crucial early years
23Lawrence B. Slobody and John B. Scanlan, I'Consequences of Early
Institutionalization in Mental Retardationt"'American Journal of Mental
Deficiency, 63 (May, 1959), p. 971.
24Expert Committee on the Mental Subnormal Child of the WHO, liThe
Mentally Subnormal Child,1I WHO Technical Report Series, #75 (April, 1954).
Cited by Lawrence Slobody and John B. Scanlan in ilConsequences of Early
Institutionalization in Mental Retardat;on, II 'American Journal of Mental
Deficiency, 63 (May, 19S9}, p. 973.
25Siegried A. Centerwall and Williard R. Centerwall, liThe Role of
the Family Physician in the Care of the Mentally Retarded Child," Inter-
national Record of Medicine, 172 (April, 1959), p. 204.
15
is the child-rearing center of the family. The child's limited
abilities are all too easily lost, and his restricted potentialities
may well fail to survive a bad start. Early identification and
treatment can do much to prevent him from becoming a drain on society.26
The initial diagnosis must be presented to parents by physicians
with the greatest of care and skill. Drayer and Schlesinger write:
\~Jhatever is told the parents should be put simply, directly and
honestly. The diagnosis must be phrased in a manner which parents
will understand and must include a statement of what is known as
well as what is n~7 known. The extent of retardation should be
conveyed to them.
The physician is often the person parents turn to in time of
crisis. Since his influence is so profound, if the physician's view-
point and awareness of retardation is positive he will be a source of
knowledge, understanding and professional competance in guiding the
parents to face their situation with hope.
Cohen writes:
The physician who first suspects the presence of mental retardation
or who subsequently confirms the diagnosis is in a vital position
to provide appropriate information and counseling for parents. He
can assist them in developing healthier attitudes in regard to the
problem and minimize Z§e emotional impact on them and, in turn, on
their affected child.
The Response of the Clergy
The clergyman can assist the parents of a newly born retarded
child through his compassion and understanding. To be there when parents
26Marvin Hunter, Helen Schucman, and George Friedlander, The Re-
tarded Child from Birth'to Five, (New York: The John Day Company, 1972),
p. 2.
27Carl Drayer and Elfriede Schlesinger, "The Informing Interview,"
American Journal of Mental 'Deficiency, 65 (November, 1960), p. 365.
28peter Cohen, liThe Role of the Physician," in Mental HealthSer-
vices for the Mentally Retatded, ed. by Elias Katz. (Springfield,
Illinois: Charles C. Thomas Publisher, 1972), p. 144.
16
need comfort and a listening heart are great contributions that a clergy-
man can render. At the time of diagnosis some parents suffer a crisis
of faith. The cl:2rgyman cannot anS\'Jer the question "why" but through
his faith and gentle presence he will be a refuge of empathy and concern
to new parents. His response should clearly say that the church cares
and accepts the retarded child and his parents.
Parents who first learn of their child's retardation experience
shock and bewilderment. Indeed for most parents the birth of a retarded
child is seen as a tragedy. Perske \A/rites: IIh'hen retardation is obvious
at birth» the tragedy and shock will be second to none. 1I29
Some parents of a newly born retarded child may directly call
upon their clergyman for assistance. The clergyman is seen by the parents
as the leader of their congregation and a man of spiritual strength.
Kemp \A/rites: uIn their confusion and distress the family often
calls the pastor, if he has not already come to them. They call upon him
because they don't know what else to do; they don't know which way to
30turn. II
Many parents suffer a crisis of faith. Often parents present
the question to their clergyman: Why did this happen to us? Stubblefield31
29Robert Perske, "The Pastoral Care and Counseling of Families of the
Mentally Retarded" in Counselin Parents of the Families of the Mentally
Retarded, ed. by Robert No,and Springfield, Illinois: Charles C. Thomas
Pub1i·s r: er , 1970) ~ P. 273 •
30Charles Kemp, "The Local Church and the Minister Serving the
r~entallY. RetiH'ded and Their Fami1ies,1J in"The Church,TM COTl1J11Unit~, and
.the t/lenta 11~Retarde~.. McCorrni ck Quarterly, ea. by Charl es G. cha eri an.
(Berne, Indiana: McCormick Theological Seminary~ 1966), p. 54.
31Harry .Stubblefield~ liThe ~linistry and Mental Retardation»" Journal
of Re1igionand Health, 3(Januar~Y, 196~t), p. 136-148 .. ,Cited by Harry
SWbblef;-ela' in 'TheChurchis fvlinistr'vin ~1ental Retardation. (Nashville:
Broadrnan Press, 1-965)"~u,p. 1. v '
17
did a study of 220 Protestant and Catholic clergymen to find out attitudes
toward mental retardation. One discovery was that Stubblefield found that
almost all parents of the mentally retarded experience a period of theo-
logical crisis.
If the clergyman is to assist the parents of a newly born re-
tarded child he must first show that he cares. There may be little that
he can do. He may feel inadequate and incapable of performing his duties
as healer and guide.
Peterson writes that:
The first visit with the parents after the birth of the child may
not be the time for any words, but rather a moment in which there
must be a giving of oneself in terms of g3~uine affect and under-
standing without any appearance of panic.
Hiltner33 stresses the point that perhaps all that the clergyman
can do is simply be with his people and "stand by". Hiltner continued
that it ;s indeed a pastoral skill just to be there and let one's presence
be known.
Perske states that the retarded child and his parents provide
the opportunity for the clergyman to come into their lives and through
his presence, although there may be little he can do, qualify himself as
a man of faith. Perske writes that the clergyman may do II ••• nothing
32Sigurd Peterson, liThe Pastoral Care of Parents of Mentally Re-
tarded Persons," in Counselin Parents of Mental' Retarded Persons.
Edited by Robert Noland. Springfie d, Il inois: Charles C. Thomas
Publisher, 1970), p. 281.
33Seward Hitlner,Prefaceto Pastoral TheoloRY. (Nashville:
Abingdon Press, 1957). Cited by Robert Perske in The Pastoral Care
and Counseling of Families of the Mentally Retarded. II ·counselin, Parents
of the Mentally Retarded, ed. by Robert Noland. (Springfield, I linois:
Charles c. Thomas Publ;sher~ 1970), p. 273.
18
but be 'with' the family without giving any easy solutions. In essence
his warmth and stability can be the thing that keeps the family going. 1I34
The clergyman may be uninformed of mental retardation. If parents
present questions to him that he is unable 'to answer he should be honest
and admit' his ignorance. He should suggest that other qualified persons
be called upon. The clergyman should. not give advice if it is not asked'
fort nor make decisions for parents during the time of crisis.
~1urray wri tes:
The clergyman who attempts to diagnose, to recommend treatment, to
help make decisions in regard to the care of the retarded individual
... will more often than not fail in the very area in which he ;s
most needed and is most qualified to serve: that of helping the 35
parents to retain their faith in God as a loving merciful Father.
If the clergyman is a chaplain at a hospital he ;s in a key
position to avail himself to the parents of a newly born retarded child.
Because of his position he will be able to present himself immediately
after the child's birth and diagnosis. Through his training he will be
able to sensitively answer the questions parents may ask and be able to
refer them to agencies that will assist them. At the appropriate time,
the chaplain may further suggest that the parents, if they desire, may
want to speak with parents of a retarded child.
The chaplain may be able to be of further assistance through his
efforts by informing the pastor of the parents' parish of the birth of
this child and of his presence in the community. Father Robert Malloy
34Robert Perske, "The Pastora1 Care and Counsel ing of Menta lly
Retarded,1I p. 273. '
35Dorothy Garst .Murray, "A Parent Speaks to Pastors," inCounseling
Patents of the ff1ental1\y'Retarded, ed. by Robert Noland. (Springfield,
Illinois: Charles C. Thomas Publisher, 1970), p. 257.
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of the National Apostolate for the Mentally Retarded writes that as a
chaplain:
I would support the family initially and also go to their
pastor and talk with him, or with any of his pastoral assistants.
I would do some necessary preliminary educating, if this is, in
fact, needed. Then Iid urge the pastor to become involved with
the family and remove myself from the situation without entirely
losing contact. I believe that it is important §~at as much of
this be handled on the parish level as possible.
In this manner the chaplain through his efforts acts as a resource be-
tween the parents and the parish clergy. The chaplain introduces the
mentally retarded child to the clergyman and perhaps opens a new form
of ministry of concern to the parish.
If parents seek the aid of their clergyman and he is qualified
he may be able to counsel and assist them through a very difficult
period in their lives. Towns and Groff37 state that parents need two
kinds of assistance that are of help for themselves and sources of help
for their chi 1d.
Through counseling the clergyman who counsels will help the
parents grow from helplessness to helpfulness in facing their situation.
The clergyman who counsels hopes to help parents realize the infinite
worth of their retarded child before the Lo.rd.
Peterson states that the pastoral care of parents of retarded
childr~n is a life-time procedure beginning at the time of diagnosis.
He writes: IIThere will be much direct counseling to meet an immediate
crisis and a long-term involvement. There will be an effort to turn
36Interview via letter, Rev. Robert Malloy, November 23, 1975.
37 . . ". '- "
Elmer L. TO\1ns and Roberta L. Groff~ .Successful Ministry'to the
Retarded. (Chicago:· Moody Press, 1972)', p. 98.
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an apparent tragedy into positive means of personal Christian
growth. 1138
The clergyman must inform himself of mental retardation through
reading, attending lectures and courses. He must enlighten his
parishioners of the facts of mental retardation and the presence of
the retarded in their midst. The clergyman must welcome the newly
born retarded child and his parents into his congregation. Most of
all clergymen must be present to the parents of the retarded child as
a man of faith ready to listen and to care.
Murray39 comments that in order for a clergyman to be of as-
sistance to parents of a newly born retarded child he must have an
understanding of mental retardation. Through this knowledge he will
be able to in some degree understand the trauma, shock and sorrow of
parents and be able to bear with them during this time of crisis. Hope-
fully through his presence the crisis of faith that some parents experi-
ence may be eased.
Murray writes:
Any condition of life which destroys or permanently damages one's
concept of a loving and merciful God presents a serious problem--
a problem with which he must have help lest he finally sink into
a state of despair from which there is no return. For this reason,
we believe that our clergymen~ our priests and rabbis should have
competent professional knowledge about the facts of mental retarda-
tion so as to be more able to advise and counsel wisely ~bth the
members of their parish who are faced with this problem.
38Sigurd Peterson~ liThe Pastoral Care of Parents of Mentally Re-
tarded Persons,1I p. 287.
39Mrs .. r~axy.A.Murray~ uNeeds ·of Mentally Retarded Children t l1
American Journal'of'Mental'Oefic;ency,' 63 '(May, 1959), p. 1081.
40 Ibid•.
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The clergyman's presence is greatly needed in the lives of
parents with a newly born retarded child. His ability to listen. care,
comfort and perhaps guide bears witness that the church ;s truly con-
cerned about the retarded child and his parents. Many more clergymen
must be brought to the awareness of the needs of the retarded child and
his parents so that the spiritual lives of these persons might be up-
lifted.
Counseling
Counseling the parents means not only to give accurate information
and advice on management, but to help them through their shock,
their unreasonable guilts and anxieties~ and all of the emotional
consequences of their having a retarded child.
The Retarded Infants Services of New York City is a voluntary
agency that deals with helping families with retarded children. One of
their services is that of counseling. When the parents of a newly born
retarded child are 'referred to the agency an appointment with a social
worker is planned. Gerard O'Regan. Director of Retarded Infants Services
writes:
The initial phase of our counseling efforts would aim to help parents
ventilate some of their distress and help them to sort out their
feelings so that they might be able to make4~ecisions which have
major bearing on the future of their child.
Beck comments that at the time of diagnosis parents experience
anxiety. She states that if anxieties are not handled promptly tI •••
parents may develop rigid defenses which are not easily amenable to
41Lawrence B. Slobody and John B. Scanlan~ "Consequences of Early
Institutionalization in Mental Retardation," p. 973.
42rnterview via letter~ Gerard O'Regan~ December 1. 1975.
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change. 1143 In order to ease trauma and anxiety parents of a newly born
retarded child can be assisted through the aid of counseling.
Arnold writes that among the advantages of early diagnosis of
mental retardation It ••• is the fact that parents can begin to face the
child before a defensive pattern of denial can successfully obscure the
reality of his handicap and interfere with sound planning. 1I44
Arnold discusses the disadvantages of early diagnosis of mental
retardation in the aspects of shock, turmoil and tragedy. She continues
by stating that many times parents desire to be cut off from the retarded
child, suffer a period of emotional withdrawal and perhaps wish for im-
mediate placement for the child. Arnold further states that parents are
in need of accurate diagnosis, treatment for their child and counseling
services for themselves.
P~rnold writes: "Counseling, for those families able to partici-
pate in it, can mean the difference between workable solutions and de-
structive ones--between unresolved and simmering conflict and healthy
adaptations ••.45
Hunter, Schucman and Friedlander write that parents who are
informed of their child1s retardation at birth show different reactions
than those who learn of their child's retardation at a later period. They
43Helen Beck, "Counseling Parents of a Retarded Child," Children, 6
(November-December t 1959), p. 226.
44Irene L. Arnol d, "Counsel ing Parents of Mentally Retarded Infants, 11
First Conqress -of 'the International 'Association 'for the'Scientific'Stud of
Menta1 .Defi ciency. (Montpe1i er, France. September 18, 1967 .
45 Ibid •
tical assistance .
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continue by stating: IIAlthough the former initia"ly may experience a
state of shock and anxiety they will frequently be quicker to seek prac-
11 46
Baroff writes: II ••• the parents of a retarded infant or young
child will not only need emotional support in the immediate postdiagnost1c
period but in the long-range future as well. 1147 He continues by stating
that during this period support takes the form of activities which en-
courage the retarded child's development and counseling for the parents.
At Maimonides Medical Center of Brooklyn, New York, counseling
services are available after a case conference and informing interview.
Samuel Wallach, Director of Community Relations and Educational Services
writes:
Each case ;smanaged by a social worker who counsels the parents and
helps arrange for services the child may need. Parents are worked
with individually or in groups, to guide them in such matters as 48
stimulation, nutrition, medication, developmental milestones ...
Murray writes that counseling of the parents of a retarded child
is the greatest need of parents to help them find the answers to their
problems. She writes:
The greatest single need of parents of mentally retarded children is
constructive counseling at various stages in the child's life which
will enable the parents to find the answers t~9their own individual
problems to a reasonably satisfactory degree.
46Marvin Hunter, Helen Schucman, and George Friedlander, The Retarded
Child from Birth to Five, p. 57.
47George Baroff,Mental Retardation: Nature, Cause and Management.
(Ne\A/ York: The John ~'Jiley Company, 1972), p. 147.
48Interview via letter, Samuel Wallach, December 8, 1975.
49Mrs . t~axy A. Murray. "Needs of Parents of Mentally Retarded Child-
ren," p. 1084.
24
Murray continues by stating that during the early adjustment to
the retarded child, parents are in need of someone who will explain in
layman's language the meaning of mental retardation. Parents need
someone who will talk with them and help them to understand their
feelings and frustrations as well as talk with them about home training
and community agencies.
Roos states that through the aid of counseling parents are led
to tolerate their II ••• feelings with less guilt and anxiety and con-
sequently, to deal with feelings more effectively. 11 50 He discusses the
role of the counselor. Counseling should be parent-centered. Counselors
should be accepting of the parents, be good listeners and allow parents
to discuss their feelings. Roos comments that counselors should en-
courage parents to voice opinions. He further states that the coun-
selor's goal should be If ••• to help parents reach their decisions
with as full an awareness of their own feelings and of the reality of
the situation."51
Roos writes that above all the counselor should be honest with
parents in regard to etiology. He states that parents may question the
counselor as to Ilwhy ll their child is retarded. "It is unnecessary and
confusing for parents to listen to a medical explanation which they most
likely will not understand. The counselor and perhaps not even the
physician can answer the question.
Kanner writes about the necessity of professionals informing
parents that the. questions of etiology cannot be answered completely.
50philiP Roos,.IIPsychological Counseling with Parents of Retarded
Children,u t~ental 'Retardation, 1 (December, 1963), p. '348.
51 Ibid .
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He writes: "I have never encountered a parent who respects me less be-
cause, in answer to the question about the cause of his or her child's
retardation, I made no secret of my inability to supply a definite
52
answer. II
In the final ana1ysis parents of a newly born retarded child are
in need of avenues to express their reaction to their child's birth.
Such an avenue of approach is through the aid of counseling whether it
be from a physician, clergyman or professional counselor. This supportive
approach is very necessary for parents due to the trauma and shock of the
birth of a retarded child.
Genetic Counseling
After the birth of a retarded child parents may seek the aid of
a genetic counselor. Parents agonize over the questions: Should we have
more children? Will our next child be retarded? Through the aid of
family history such questions can be studied, researched and answered
by a geneticist.
Carter states that genetic counseling has three main purposes:
. to advise parents of risks of abnormality in future children;
to alert the medical profession to special risks in as yet unborn
children; to reduce the number of children born with genetic d~3­
position to serious abnormality including mental subnormality.
Reed states that a good genetic counselor speaks from the heart.
He continues by stating that the genetic counselor II ••• is also a
52Leo Kanner, "Parents' Feelings About Retarded Children," American
Journal of Mental Defic;ency, 57 (January, 1953), p. 375.
53C• 0.· Carter , IIGenet ic Counse1i ng, II in Genetic Counse11 n in
Relation tb"Mental R~tatdation, ed. byJ. M. Berg. New York: Pergamon
Press, 1971), p. 1.
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scientist and must speak the truth ••. 1154 The geneticist cannot make
decisions for the parents. He must present parents with the true facts
with which they can make their own decisions. Baumiller comments that:
The genetic counselor who listens to the hurt, the guilt, the love
with which family history ;s disclosed can provide support as well
as information to a couple. The counselor ;s interested in this
couple and the5more skilled he or she is, the greater the confidence
that ;s built. b
Genetic counseling is in its beginning stages. Much more research
is necessary in the future to reveal the causes of retardation to genetic
factors.
Foster Care and Adoption
In former times parents of a newly born retarded child could take
their child home or place him in an institution. Today, the exposure of
many of the nation's state institutions for the retarded bears evidence
of a decayed system that often has created an atmosphere of depression,
vegetation and a complete loss of any kind of physical or mental
potential the retarded child may have possessed. Studies such as those
conducted by Bowlby56 give evidence that children deprived of maternal
love and environmental stimulation may be retarded in their intellectual,
social and emotional development.
54Sheldon C. Reed, IIGenetic Counseling,1I in Counseling Parents of
Children with Mental Handica s, Proceedin s'of:the33rd'Srinq Conference
of the Woods Schools,' Mlnneapolis: May 2-3, 1958 , p. 55.
55Robert C. Baumiller, S:J., llGenetic Counseling,1I NAMRQuarterly,
5 (Winter, 1975), p. 4-5. .
56John Bowl by, .Chi 1d .Care and the Growth of Love, 2nd ed Of ed. by
Margery Fry. (Baltimore: Penguin Books, 1965), pp. 201-235.
..
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The retarded child has a right to be loved and to be raised in
a family setting. Beatrice Garrett, Children's Bureau Specialist on
Foster Family, Service, has observed that most retarded children:
thrive better in a family setting, provided the family has an under-
standing of their needs and how to meet these needs." 57
Some parents cannot cope mentally or physically with a retarded
child. Because of the emotional impact involved parents should receive
counseling to assist them in decision making regarding placement for
their child. With regard to parents who decide not to keep their child
home agencies such as Retarded Infants Services of New York City discuss
with parents II ••• alternatives to institutions such as foster care,
infant nursing homes and small group homes." 5B
Brother Joseph Maloney, Assistant Coordinator of Mental Re-
tardation Services of the Diocese of Brooklyn, New York, comments on
the Training for Life Team involvement with parents of a newly born
retarded child. He writes:
Training for Life's job is to give the families information re-
garding alternatives to institutionalization. It ,is not the job
of any team member to convince the parents in ag~ direction. The
choice, and the decision must remain with them.
'In the past retarded children were not eligible for foster care
or adoption. Today this attitude has reversed as foster care and adoption
are seen as alternatives to institutionalization. Presently there is a
57Beatrice Garrett, "Foster Family Services for Mentally Retarded
Children," Children, 17 (December, 1970), p. 228.
58Interview via letter, Gerard O'Regan, December 1, 1975.
59Interview via letter, Brother Joseph Maloney, O.S.F., November 7.
1975.
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growing awareness and concern to place the retarded child in the com-
munity where he can lead as "normalo a life as possible. This has
evidenced itself through the increasing number of retarded children
who are being placed in foster homes. A small number of retarded
children have been adopted.
O'Regan states that substitute parents can provide for the re-
tarded child what his natural parents cannot. However, he continues
by stating: II • the demand for foster homes today far exceeds the
supply, and the child with mental retardation ranks low on the list of
children considered for family foster care.,,60
O'Regan discusses that the cause of this attitude is due to
stereotyped views of some professional and society's ignorance of mental
retardation. He further states that when searching for families who
will accept a retarded child to foster care perhaps the best resource
is in a family where there is already a retarded child. O'Regan con-
tinues that for some families this may be overbearing but for other
families foster care would provide a substitute family for a retarded
child as well as compansionship for two retarded children.
Gallagher61 writes that in the past adoption was for the "per~
fect child". Due to progress in mental retardation professionals have
broadened their definition of adoptability to include the mentally re-
tarded child. Gallagher states that although retarded children are not
60Gerard O'Regan) "Foster Fami y Care for Children with Mental
Retardation," Ch aildren, 3 '(January-February, 1974), p. 21.
61Ursula Gallagher, liThe Adoption of Mentally Retarded Children,1I
C~ildren, 15 (January-February, 1968), pp. 17~21.
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placed as quickly as normal children prospective parents do express the
desire to adopt retarded children. Gallagher comments that on the basis
of the need of mentally retarded children persons who adopt such child-
ren should possess the following qualities:
1. They emphasize giving to a child rather than receiving from
him.
2. They have a healthy attitude toward mental retardation based
on sound information ...
3. They are able and willing to accept a child who is more than
normally dependent on them, but they will encourage the child
to develop his ability to help himself.
4. They have patience beyond that of most parents. They are
~atisfied with smal~' slow gains and rejoice at gradual
1mprovements . . .
Kravik writes of the response of a parent as to why she adopted
a young retarded child ".•. because you care. . because you happen
63to see the child as a person first and his limitations later. 1I
Infant Stimulation and Early Intervention
Because a mentally retarded child develops slower than a normal
child he will benefit from the aid of Infant Stimulation to encourage his
growth and development. Retarded children can be enrolled in Infant
Stimulation Programs as early as a few days after birth. Baroff states
that retarded children are in need of prescriptive programs that II •••
62Ibid ., pp. 18-19.
63patricia J. Kravik, "Adopting a Retarded Child: One Family's
Experience,tt Children, 4 (September-October, 1975), p. 17.
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take the form of motor, cognitive, language and perceptual experiences
which are directed toward moving the child to particular milestones. 1164
Since parents are the retarded child's first teachers Infant
Stimulation Programs engage mother and father in activities with their
child which will help his physical and mental development. These
activities should take place in the home as it is the child's natural
environment. In this manner the child is closest to those who love and
know him the best, his parents.
The United Cerebral Palsy of Queens, Inc., in Jamaica, New York,
has designed a comprehensive program for parents and their retarded child.
A Home Service Coordinator visits the child's home weekly to instruct the
parents through prescriptive teaching, and activities related to daily
living. The mothers meet weekly in small groups and in larger groups
twice a month. These meetings allow mothers to share their feelings,
attitudes and the opportunity of communicating with another parent who
is experiencing the same situation. 65
Murphy speaks of several basic areas to consider in evaluating
early child care. These measures may be applied to Infant Stimulation:
1. Stimulation designed to meet the infant's needs, tolerance
level, and capacity for enjoyment. This includes visual,
auditory, kinesthetic, rhythmic stimulation.
2. Talking to the baby. This provides important support for
the baby's own vocalizing efforts that are a precursor of
language.
64George S. Baroff~ "Mental "Retardation:" Nature, Cause and Manage-
ment, p. 148.
65GeorgeSheperd, liThe Early Education of Handicapped Children,"
'F.Q.cus on Except;orial'Children, 3 '(March. 1971). p.' 6.
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3. Opportunity for excercise of emerging sensory motor functions
through toys, and other objects. Such activities as touching,
feeling, banging, throwing are combined to teach the baby the
qualities of ggings and also help him develop awareness of
himself ...
Stone writes that the child:
. must establish channels of communication with the human resources
in his environment. He must look at, listen to, smell, touch, manipulate t
move, and consider animate and inanimate objects and their relationships,
as a part, of the process of learning and developing. 67
In the rationale of early childhood Hebb and Williams68 indicate
that the period of infancy is critical in developmental performance ability.
Since the 19505 and throughout the 19605 there has been a growing expansion
of programs for young children. Today there is emphasis that the retarded
child be placed in an Early Intervention Program as soon after diagnosis
as possible. Gardner and Nisonger write:
It ;s extremely important that the mentally retarded be identified
at an early age so that their characteristics anq needs can be under-
stood and programs designed to promote optimum development in the
physical and psychological areas can be initiated. It has been demon-
strated by rehabilitation endeavors that the earlier a handicapping
condition is detected, the greater the possibility of prevention of
further deleteriou6geffects and the remediation of those effects
which are present.
66Lois Barclay Murphy, "Children Under Three: Finding \~ays to
Stimulate Development I. Issues in Research t lt Children, 16 (March-
April, 1969), p. 49.
67Nancy W. Stone, "A Plea for Early Intervention," Mental Retardation,
13 (October, 1975), pp. 16-17.
680• O. Hebb and K. A. Williams, "A Method of Rating Animal Intelli~
gence," Journal of GeneticPsychology,'34 (April,'1946), pp. 59-65.
69William 1. Gardner and Herschel W. Nisonger,. "Identification,
Diagnosis, Treatment and Parent Counseling,lt'American'Journal 'of Mental
Deficiency, 66 A r~anual on Program Development in Mental Retardation. A
~1onographSupplement. (January. 1962), p. 71.'
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,,70 They continue: "Consequently, in order to reduce the
burden placed on the family and to insure a higher level of psycho-
social development of the child, a home training program is essential.,,71
The functions of Home Training Programs are described here:
1. To assist parents to develop an objective approach to every-
day problems presented by the child and to develop adequate
training and care techniques in with these.
2. To assist parents in fully utilizing all available community
resources.
3. To provide direct training for children capable of benefiting t
thus hel~~ng him adjust to the demands of the socialization
process.
Infant Stimulation Programs allow the parents to see something
positive on which to focus in their concern to help their child. Sheperd
writes that it is very necessary to involve parents in early intervention
programs. He writes:
Family members are no longer considered incidental to the formal process.
Active participation in every aspect of this process is now es-
sential if total success is to be achieved. 7~ucators and other pro-
fessionals must encourage this participation.
70William I. Gardner and Herschel W. Nisonger, "A Manual on Program
Development in Mental Retardation: Guidelines for Planning, Development,
and Coordination of Programs for the Mentally Retarded at State and Local
Levels," A Mono ra h'Su lement to the American 'Journal 'of Mental Defici-
ency, 66 January, 1962 , p. 11 .
71 Ibid •
72 Ibid .
73George Sheperd, liThe Early Education of Handicapped Children,1I
p. 5.
74
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Infant Stimulation and Early Intervention Programs are benefiting
many retarded infants and young retarded children. Early identification
of mental retardation is necessary if we are to assist the retarded child
by exposing him to stimulating activities to encourage his growth and
development. The most beneficial aspects of Infant Stimulation and
Early Intervention Programs are twofold in that such activities help to
develop fully the retarded child's limited abilities and also involve
the parents of the retarded child as parent-educators. Therefore, the
parents assist their child directly and share in the joy of small goals.
Much more research must be done to identify mental retardation
as early as possible. Many more Infant Stimulation and Early Intervention
Programs are necessary if retarded children are to grow and develop to
their potential.
Parent Organizations
You have given birth. New life is a wondrous event. But the
world does not glow and radiate joy as it should for you, because
something in nature is not right. You have been saddened by news
which one always suspects would happen, for which one thinks he or
she has prepared himself, whether it be your first child or eighth.
Your baby has a chromosome mixup, a congenital mishap which has
affected its whole being. The mishap is known as Down's Syndrome.
Such is the response of a parent of a retarded child, who in this case
is a child with Down's Syndrome. This parent wishes to relate her experience
to other parents who find themselves faced with the birth of a retarded child.
She is among the many parents of retarded children who are selfless in their
concern for new parents through their efforts of support, empathy, and
74Barbara Thomas, IIPrologue: A Letter to Parents," in To Give An
Edye, ed. by J. Margaret· Horrobin and John E. Rynders, (Minneapolis: The
Co well Press, Inc., 1974), p. 8.
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knowledge. These parents echo the response of shared sorrow and yet bear
witness to new parents that their child can be assisted. They are members
of parent organizations» who for years have struggled, more than any other
group» for the rights and dignity of retarded children.
The National Association for Retarded Ch11dren records that as
early as the 1930s "•.. voices began to unite in the cause of mental re-
tardation. They were raised by parents banding together in local groups
to share problems» to seek answers to the questions about their retarded
children."75
The emergence and rapid growth of "self-organized" groups of parents
and relatives of the physically and mentally handicapped has been
one of the most striking phenomena of the United States social scene
since the end of World War II.76
Katz comments that in his study of why parent gr~ups came into
being:
. the common origins lie in the needs felt by parents of
children with similar handicaps to receive greater assistance in
the diagnosis, treatment and care of their children than had
hitherto been available from professional and community sources.
In banding together for action on their problems, these parents
achieve a sense of shared purpose and enthusiasm
,7which stimulatesthem to an intense degree of volunteer activity.
When parents are told that their newly born child is retarded,
they find themselves asking each other: What can we do for our child?
75National Association for Retarded Children, Cited by Seymour B.
Sarason and John Doris inPsycholog;calProblems';n'Mental "Deficiency,
4th ed. (New York: Harper and Row, Publishers» 1969)>> p. 15.
76Alfred H. Katz, liThe Role of Parent Groups in Services to Mentally
Retarded," in"Social 'Work'and Mental "Retardation, ed. by Meyer Schreiber.
(New York: The John Day Company, 1970), p. 289.
77Alfred H. Katz; Parents of Handica ed, (Springfield. Illinois:
Charles C. Thomas, Publisher, 1961 , p. 123.
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Whom can we turn to for help? One of the answers lies in finding assistance
through the aid of parent organizations.
Parent organizations are a vital source of assistance for parents
of a newly born retarded c ild. A unique aspect of parent organizations
is that they provide new parents with the opportunity to speak to parents
who have experienced the birth of a retarded child. No professional can
assist the new parents in quite the same manner as a positive parent who
has suffered the same reactions of trauma, grief, sorrow and all the
accompanying emotional problems that parents experience after the birth
of a retarded child.
Levy writes: II ••• parent groups of all varieties appear to
offer great help to their members in overcoming the feeling of isolation
and the sense of frustration. 1178 Cohen79 writes that parents of a re-
tarded child, because of their experiences, can be especially helpful
in assisting new parents to work out their grief.
Parent organizations act as a vehicle of information through
directing parents of a newly born retarded child to community agencies
that will aid parents with their particular needs for themselves and
their retarded child. Gorham, DesJardins, Page, Pettis and Scheiber
write of the efforts of parent organizations in reference to community
services:
At present the parent organizations are probably the major organized
providers of information on the wide assortment of services needed
78Joseph H. LevYt "A Study of Parent Groups for Handicapped Child-
ren," Exceptional Children, 19 (October, 1952), p. 20.
79pauline C. Cohen t liThe Impact of the Handicapped Child on the
Family,1I Social Casework, 43 (March, 1962), p. 138.
36
by a child with disabilities as he grows up. The usual estimate is
that one third of the time and energy of such groups goes toward
informing parents of the whereabouts of services in the locality.aO
Organizations such as The United Cerebral Palsy, The Association
for the Help of Retarded Children and The National Association for Re-
tarded Children are pioneer parent groups. One of the more recent parent
organizations is The National Association for Down's Syndrome. Allover
the United States and in other nations throughout the world, parents of
retarded children have joined together in various organizations to form
a chain of human resources aiding new parents at the time of diagnosis
and throughout their child's life.
A good share of the credit for the programs in acquiring more and
better services for children with disabilities during the past three
decades should go to parent organizations, which have piloted pro-
grams, spearheaded legislation, pressured for appropriations, and
lobbied for bigger budgets and better planning on all levels--
federal, state and 10cal. 81
Parents Who Care82 is a parent organization of Buffalo, New York,
in association with The Office of Pastoral Care of the Handicapped of that
diocese. Parents Who Care was originally organized by Henry and Sandy
Ciesla, parents of a retarded child. Since Parents Who Care had its
beginnings, chapters have started in other parts of New York State.
Parents Who Care renders spiritual and moral support for the
parents and families of handicapped persons regardless of their handicap.
80Kathryn A. Gorham et al .• Effect on Parents •. Issues in the
Classification of "Children, Vol. II, ed. by Nicholas Hobbs. (San Fran-
cisco: Jossey-Bass Publishers, 1975), p. 179.
81 Ibid .
82Henry and Sandy Ciesla. ed. IIParents Who Care ll Newsletter. Office
of Pastoral Care of the Handicapped, (Buffalo, New York: May. 1975)
(Mimeographed).
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This organization primarily is concerned with informing others of the
value of handicapped persons. Through the use of posters, signs and
pamphlets, Parents Who Care make their presence known to the community.
One of the services of Parents Who Care is the Parent Counseling
and Hospital Volunteer Program. Each volunteer is a parent of a retarded
child. Through this service a volunteer parent gives direct assistance
to the new parent after the diagnosis of retardation. The volunteer
parent supports the new parents letting them know that they are not
alone. The new parents are informed that there is hope for children
who are retarded. Basically the volunteer assists the new parents in
whatever way they need help. Another vital service of Parents Who Care
is the Residential Care Program which gives guidance and support to new
parents who are contemplating alternatives to home care.
Parents Who Care does not make decisions for parents. This or-
ganization allows new parents to talk about the hurt and to be guided
in an atmosphere of calm to make their own decisions. Parents Who Care
is especially blessed as it has clergy involvement in direction and
counseling. More organizations such as Parents Who Care are necessary
to develop the moral aspect of the sacredness of the human life of re-
tarded children as well as informing new parents of community service
assistance.
Dybwad writes: liThe greatest threat to the parents is uncertainty
and lack of knowledge. 1I83 Parents of a newly born retarded child are in
t
need of a great deal of help at the time of first knowledge. They are
83Gunnar Dybwad~ 'Challenges'in'Mental 'Retardation. (New York:
Columbia Press, 1964), p. 224.
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confused and frightened. Parent organizations provide the opportunity
of helping parents to know that they are not alone. Through parent or-
ganizations new parents are helped to gain an understanding of mental
retardation. With this knowledge new parents will be able to better
accept their retarded child and understand his problems.
Parent organizations are to be commended for their efforts in
behalf of parents and their retarded children. Because of the concern
of parent organizations many new parents have been reached, supported
and guided through the difficult period of first knowledge of retardation.
Parents Helping Themselves
"Parents of mentally retarded children represent the total
spectrum of human responsibility.1I84 Parents of retarded children are
of various abilities and occupations. They are parents who differ in
their capabilities for parenthood. Mental retardation has no respect
for parental abilities and manifests itself in all socia-economic groups.
Although parents of retarded children come from all segments of
society there is one ingredient that they must all possess if they are
to help their child grow as a person. They must accept their child's
retardation. All of the assistance that can be rendered to parents of
· a newly born retarded child will be to no avail if parents do not accept
their child and his limitations.
Murray comments that: liThe first severe problem which parents
of retarded face is the acceptance of the fact that the child is
84Michael H~ Begab, TheMe~tallyRetardedChild:" "A Guide to "
Services of Social 'Agencies, (Washington, D.C.: u.s. Government Printing
Office, 1963), p•. 58. .
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retarded. 1185 Lund writes on parental attitudes of acceptance of the
retarded child. He states that~ IIThere is one very important step in
the development of a wholesome attitude--and that is the acceptance of
the child as he actually is. 1I86 Willey and Waite discuss the importance
of parental attitudes and their effects on the retarded child and his
family. They write: "The attitude of the parents toward their mentally
retarded child determines the success or failure of family life and the
life of the child. uB7
After the birth of a childs parents who receive a diagnosis of
mental retardation react with emotional trauma and grief. In time and
with assistance parents can be helped to work through these emotional
difficulties. If parents are to help their child to develop to his
potential they must each help to create a stimulating s warm home'environ-
mente Sister Mary Theodore writes that: II ••• I am convinced that the
best help a retarded child can receive early in life is home care from a
loving family.1I88
Barsch states: "No parent is ever prepared ,to be the parent of
a handtcapped child. The· identification of a mother and a father in that
85Mrs • Maxy A. Murray, "Needs of Mentally Retarded Children,lI p. 1079.
86Alton Lund, liThe Role of Parents in Helping Each Other,1I in
Counseling Parents ofChil~ra~~with·Mental Handica s~ 'PrOceed;n s of the
33rd Spring Conferenceof'th~:WoodsSC061s, M1nneapo is, May 2-3, 1958),
p. 65.
87Roy DeVerl Willey and Kathleen Barnette Waite, TheMentalllRe-
tarded Child, (Springfield, Illinois: Charles C. Thomas Publisher, 1964),
p. 193.
88Sister Mary Theodore Hegeman, O.S.F.,TheChallengeoftheRetarded
Child, (Milwaukee: The Bruce Publishi,ng Company,' 1959), p. 97.
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role always comes as a painful surprise. 1I89 The parents of a newly born
child confronted with the diagnosis of mental retardation react with
shock and isolation.
One mother relates her feelings during the early days following
the birth of her Down's Syndrome child. She writes:
I can only say that they were the blackest days of my life. I
kept looking at our tiny little boy that we waited so long for and
I wanted it all to go away_ One afternoon I was rocking him to
sleep and he looked so peaceful I wish I had something to put him
to sleep so no one could hurt him ever ... I felt we had no direc-
tion, no one to turn to. Of course the thing that helps the most is
time and there are many wonderful people only too willing to help
you and your child. 90
She subsequently relates her feelings about her retarded child a
few years later. She writes:
Now that Bobby is 2~ years old, the two words that come to mind
when I think of him are IIhope ll and "lovell. He has taught me both.
I know that he will never be normal, but we will do our best to make
him reach his fullest potential. It is his right as a human being.
He has taught us the real meaning of life. 91
Wilson and Smith discuss the adjustment process of parents of re-
tarded children. They write:
The process of adjustment to the birth of a child with limited po-
tential is a uniquely personal thing. Some parents never adapt to
it, others do so in remarkable fashion. There are no universal s~~u­
tions or standards. Each family must find its own solution ...
89R~ H. Barsch, The Parentbf the Handica edChild, (Springfield,
Illinois: Charles C. Thomas Pu isher, 1968 , p. 9.
90John E. Rynders and J. Margaret Horribin, ed. "Dealing With
Parents," To Give An·Edge. (Minneapolis: The Colwell Press, Inc., 1974),
p. 2.
9l Ibid ., p. 25.
92David W. Wilson and Ann Asper Wilson, The Child With Down's Syndrome,
(Philadelphia: W. B. Saunders Company, 1973), p. 91.
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Summary
liThe emotional impact of parents may be more serious than the
handicap of the youngster. 1193 In summation parents of a newly born
retarded child have many problems and frustrations to work through.
They are, however, not alone in their plight as persons, professional
and nonprofessional, have in the past as well as in the present dedicated
themselves to helping the retarded child and his parents. Through such
efforts it is hoped that parents of a newly born retarded child will be
able to love, accept and help their child to develop to his fullest
potential.
93Willey and Waite,· The Mentally Retarded Child, p. 203.
CHAPTER III
SUMMARY
The parent's job is to stand behind his child and help him
understand himself, but he will be sorely handicapped in the obli-
gation if no response helps him to understand his child and his
problems in the first place. 94
In summary the review of research indicates that parents of a
newly born retarded child are in need of a great many services from
persons and community agencies. If parents are to directly face their
situation and deal positively with their feelings, frustrations and
questions, they must be supported and guided in a step-by-step process
with the aid of assisting persons.
Research indicates that the birth of a retarded child is a tragic
experience for parents. Authors conclude that parents experience a
period of initial crisis at the time of diagnosis. Studies reveal that
parents react to this situation with disbelief, anger, rejection and a
crisis of faith. Parents do not know where to turn or how to deal with
the totally new problem of mental retardation. It is at this time that
parents need the beginning assistance of many vital persons and community
agencies. If parents are to help their retarded child grow and develop
as fully as possible, they must receive guidance and training, beginning
at the time of diagnosis, from persons in the community who are ready to
help them.
94Gorham et al.,EffectonParents, p. 178.
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Research findings state that in the past many physicians il1~
advised parents to place their retarded infants in institutions, lest
they become too attached to their child. Few physicians are adequately
informed and aware of the needs of parents and their retarded child.
To remedy this situation medical students and physicians should receive
information about mental retardation through courses and lectures given
by professionals in the field, as well as members of parent organizations.
Authors state the need for physi cians to become knowl edgeab l'e in regard
to mental retardation so as to guide and help parents to the awareness
that most retarded children can be raised at home in a warm and loving
environment.
Studies reveal that at the time of diagnosis some parents suffer
a crisis of faith. God seems remote and vengeful. It is at this time
that many parents turn to their clergy for help. The clergyman can be
of assistance in supporting parents through this traumatic period.
Literature states that clergymen can be a vital link fn assisting
parents through counseling or just being available to them.
One set of parents state their experience soon after their infant
daughter1s diagnosis of mental retardation: '
A minister counselor: He said little but listened a lot. We had
left our child in the hospital until we decided what to do. We were
very confused and questioning. He asked us simple questions so that
we could talk about what we really wanted. It developed that we both
really wanted to bring her home but had many fears. He did not advise
us of what to do. He just helped us to' tal k out our fears and under-
stand our ownfeelingss We both wanted to bring her home and we hadthe courage to do 1t.~ .
95Sandra Thlick, "Survey of Parents Having Child With Down's Syndrome,"
,Sharing Our Caring, 5 (September~October, 1975), p. 17.
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The clergyman needs to be informed of the condition of mental re-
tardation. He should avail himself to the parents of a newly born re-
tarded child when he learns of their situation or if he is called upon
for help. In this manner the new parents will know that the church is
concerned and willing to support them at this time and throughout their
future lives.
Beginning postdiagnostical1y, parents of a newly born retarded
child are in need of counseling. Starting at this early time:
Counseling the parents must mean not only to give accurate information
and advise on management, but to help them work through their shock,
their unreasonable guilts and anxieties, and a~~ of the emotional
consequences of their having a retarded child.
Counseling offers parents the opportunity to discuss the questions
and feelings which they hold closest to their hearts. Research states
that counseling is one of the most important needs of the parents of a
newly born retarded child. Parents are helped to work out their problems,
accept their child and effectively plan for his future. Authors suggest
that counseling should be a life-long process beginning with first knowledge
of retardation.
In reference to the question of future pregnancies parents may seek
the aid of a geneticist. Many parents find genetic counseling a source of
great assistance in reference to their retarded child and the offsprings
of other siblings. IIGenetic counseling is in its infancy.1I97 Further
96S1 obody and Scanlan, IIConsequences of Early Institutionalization
in Mental Retardation," p. 973.
97Sr ian H. Kirman, IlGenetic·Counseling of Parents of ~1entally
Retarded Children,u 'Genetic'Cbunselin 'in'Relation"to'Mental Retardation,
ed. by J. M. Berg.' x or: ergmon ress, 19 1 , p. 9.
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research is needed in this area to help parents answer the many questions
they may have concerning transmission of retardation.
One of the most important means of assistance parents of a newly
born retarded child can receive is through the aid of parent organizations.
Research verifies that parent organizations have taken the lead in
parent education, informing new parents of the meaning of mental retarda-
tion and what can be done to help the retarded child. Parent organizations
also help parents by directing them to community agencies. Parent or-
ganizations allow parents to share their similar problems, dreams, hopes
and goals. Parent organizations have been ·the strongest advocates of
aiding the parents of retarded children.
At present the parent organizations are probably the major or-
ganized providers of information on the wide assortment of services
needed by a child with disabilities as he grows up. The usual esti-
mate is that one third of the time and energy of such groups goes
toward informjng fellow parents of the whereabouts of services in
the locality.98
Research reveals that during the past few years there has been a,
growing interest in regard to the retarded infant and young retarded
child. Physicians, educators, parents and other interested persons have
been responsible for beginning Infant Stimulation, Early Intervention
and Pre-School Programs for the retarded child. Through the combined
efforts and talents of many persons effective programs have evolved.
There is a great need for further programs of this type to be developed
so that many more retarded children will be reached.
Such programs not only assist the retarded child but directly
involve parents in ,the actual training of their child. Since parents
98Gorham et al., "Effects on Parents, p. 179.
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are the child's first teachers s Infant Stimulation and Early Intervention
Programs utilize parents through participation in activities. Subse-
quently parents aid their child in his development and witness daily
progress. More research is necessary in this area to inform the'public
of the advantages gained by 1nvo1ving both parent and retarded child in
Infant Stimulation, Early Intervention and Pre-School Programs.
Until recently if parents of a newly born retarded child felt that
they could not take their child home, there was only ,one choice, that of
placement in an institution. Today parents are presented with the added
choices of foster care or adoption for their retarded child. Research
states that in recent times more and more retarded children are being
placed in foster care. The number of adoptions, however, are currently
few although authors cite retarded infants as being the greatest per-
centage adopted.
The most natural environment for a child is in a family. If a
retarded child is ·to develop to his potential he must have the opportunity
of being a part of a warm and loving family, even if that family is a
substitute one. It can be concluded that: "In the total life experience
of the retarded, no force is more vital than the family itself. 1I99
liThe retarded child needs a mother and father who will accept him
despite his limitations and, at the same time, will encourage and stimulate
99Michael Begab, IISoc iocultural Deprivation and Mental Retardation ll
in Report'of Institute'onM~~taJ :Retardat1on, (June 22-26, 1966). School
of Social Service, St. Louis University, St. Louis, Missouri. Cited by
Ursula t1. Gallagher, tiThe Adoption of Mentally Retarded Children," Children,
15 (January-February,' 1968), p. 21.
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h· t d 1 t h·· t· 1 II 100 R h 1 h1m 0 eve op 0 1S maX1mum poten 1a . esearc revea s t e trauma
that parents experience after the diagnosis of their child·s retardation.
Hopefully, parents will be made aware of retardation by persons who are
skilled and yet empathetic. It is important that parents have a clear
understanding of 'their child's condition if they are ,to be effective
parents. Authors state early diagnosis is the key to utilizing parents
to assist the child in his growth and development.
Through the resources mentioned in this paper parents can receive
the necessary services which act as a network of assistance for both
parent and child. Research studies prove that without parental love the
infant and young child will never develop fully. So it is for the re-
tarded child who is not accepted and loved by his parents.
Parental love and care are essential for development. Since the
emotional needs of the retarded child are essentially similar to
those of other children, the warmth of the early mother-child re-
lationship is of extreme importance in the development of a healthy
personality.lOl
Conclusion
In the final summation it is parents who must assist each other
by working toward the goal of full potential for their retarded child
beginning in infancy. Mother and father must agree to the training of
their child. Together they must support and uplift each other through the
difficult times and rejoice together at those times when their child
achieves a goal.
lOOpaul W. Beaven, liThe Adoption of Retarded Children," Child Welfare
(April, 1956). Cited by· Ursula M. Gallagher s liThe .Adoption of Mentally
Retarded Children," Children, 15 (January-FebruarYt 1968), p. 21.
101Michael Begab, "Unmet··Needs -of.the Mentally Retarded in the Com-
munitYt ll American Journal of Mental 'DeficiencYt 62 (JanuarYt 1958), p. 715."
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In those families characterized by parental maturity, understanding,
acceptance and realistic planning, the handicapped child has a better
opportunity to adjust satisfactorily to the damands of daily living
and interpersonal family relationships ••• 1 2
In the past parents received little assistance and help from society
at the birth of a retarded child. Today, more than ever before, there is
greater opportunity for the parents of a newly born retarded child to re-
ceive the assistance they so desperately need. Due to the efforts of many
devoted parents and professionals in past years much has been done to
assist parents of a newly born retarded child but there is still a great
deal to be accomplished in their behalf.
l02 Ibid ., p. 716.
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